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Brent and the USA: the late 1970’s

Dr Milica Brozovic & 
EA – set up 1st Sickle 
Cell/Thal Centre in 
Brent 1979

EA on her 1st

ever SCD/Thal
training course 
in San 
Francisco





ETHNIC ORIGIN OF MOTHERS WITH 
Hb AS (CMH: 1985)

Slide courtesy Joan Henthorn, Central Middlesex Hospital

Screening Policy:   Selective          Universal

Jan-June July-Dec
Afro-Caribbean 22 27

Indian 4

Other 8

Total 22 39

Antenatal



Community 
development 
philosophy

“There must be a 
skeleton in my 
family.” White caller 
to BBC London 
phone-in following 
item on work of 
Brent Sickle Support 
Group, 1978

Medico-legal 
cases supported 
by Sickle Cell 
Society



“Sickle-cell anaemia is not of great 
consequence to us in the context of 
genetic counselling in the United 
Kingdom.  The sickling trait and sickle 
cell anaemia appear to be confined to 
peoples of African and Eastern origin”.

Stevenson A.C. and Davidson B.C.C. (1976) Genetic 
counselling. London: William Heinemann, page 274. 



Ethnicity as a screening tool?

19961974



Difficulties in using ethnicity as a screening 
criteria in SCD: north of England study1

problems of practitioners in determining 
ethnicity: ‘They kept telling me, all superior 
like, “Oh no, you are the wrong ethnic 
background”.’
Identifying people of  ‘Afro-Caribbean 
origin by their surname.’
resultant delays in screening

1Atkin, Ahmad & Anionwu, 1998  Soc. Sci. Med. 
47:11  pp. 1639-1651



Source: http://www.scinfo.org/ptstory.htm (2002)
“Sickle Cell Disease can affect ANY 

race! My name is Vikki and my 
husband and I am a Caucasian 
couple with 2 beautiful boys that 
have Sickle Beta Thalassemia Plus. 
I am of Italian decent and have a 
thalassemia trait. 

When I was pregnant I was tested and 
my doctor wanted to test my 
husband for it as well. I received a 
call several days later that he has a 
sickle trait. I said ‘No way! My 
husband has blonde hair and blue 
eyes’. We thought at the time that 
this disease was only a black 
disease”.

My two children both with 
Sickle Cell Disease type 
Sickle beta + thalassemia

http://www.scinfo.org/ptstory.htm


Heated debates in the UK on who
should be screened for SCD



The NHS Plan - July 2000
A linked antenatal and 
neonatal screening 
programme for Sickle Cell 
Disease and Thalassaemia 
was announced in the NHS 
Plan in September 2000, to 
be introduced by 2004. A 
development programme led 
by Dr Allison Streetly has 
started. 



Aim of NHS newborn screening for 
Sickle Cell Disorders

Aim: To achieve the lowest possible 
childhood mortality rates and to minimise 
morbidity from sickle cell disease in 
childhood.
Policy decision: All babies, regardless of 
ethnic origin, to be screened for SCD at 
time of the Guthrie heel prick test at 6-8 
days.  Informed by experience discussed 
at an international workshop.



For updates on implementation visit 
www-phm.umds.ac.uk/haemscreening/



Implications for Practice – Reactions of 
majority ethnic groups*

‘Usually, the reaction is, well this is 
usually a black blood problem, so how 
comes you’re telling me, I’m white, 
that I am a carrier for this thing?  And 
usually shock.  And in some cases, it’s 
anger, disbelief, denial’.  Page113
“Ooh I’ve got sickle.” You know, it was 
like a party piece to tell her friends.  
It’s like being cool, you know, ‘I’ve 
probably got a bit of black somewhere’. 
Page 107.

*Dyson, S. (2005) Ethnicity and Screening for Sickle Cell /Thalassaemia. 
Lessons for Practice from the Voices of Experience. Edinburgh: Elsevier
Churchill Livingstone



A final thought: could the SCD 
experience inform the wider debate?

Nature Genetics 36, S54 - S60 (2004) 
Published online: ; | doi:10.1038/ng1440 
Implications of correlations between 
skin color and genetic ancestry for 
biomedical research
E J Parra1, R A Kittles2 & M D Shriver3,

Source: www.nature.com
November 2004, Volume 36 No 11s

http://www.nature.com/
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